The aim of this study was to examine the possible causes of employment difficulties amongst people with epilepsy by interviewing employers. It was hoped that the outcome of the study would complement the research already carried out in this field by concentrating on the attitudes and policies of employers.
REVIEW OF PREVIOUS LITERATURE
There are numerous studies on the experiences of people with epilepsy in the employment field. So and Penry 1 found that the unemployment rate for people with epilepsy is twice that of the general population and that 50% did not disclose their epilepsy at the time of employment. Other authors such as Gloag 2, Scambler 3 and Hopkins 4, carrying out similar studies, found corresponding results. Scambler 3 and Gloag 2 showed that the rates of unemployment seemed to increase in people with frequent seizures and in the lower social classes. However the findings of Dikmen et al 5 highlight that the causes of unemployment in people with epilepsy are much more complex. Their study found a strong relationship between a range of neuro-psychological and psycho-social variables and employment status. They found that unemployed people with epilepsy showed strikingly fewer adequate neuropsychological functions and "more problematic emotional adjustment. It is however important to put these various findings into perspective.
The largest, and often quoted, British employment study to date on epilepsy was carried out by MacIntyre 6 in 1976. MacIntyre found that out of 150 000 steel workers, 0.4% had epilepsy which is a figure very close to the incidence of epilepsy in the general population: 0.5%. Eighty-nine percent of the workers with epilepsy experienced no complications with their jobs and were able to function without difficulty. The study did highlight the same problem found by other authors, fewer than 37% (44 of 119) of the workers disclosed their epilepsy before they commenced employment. Although studies show that people with epilepsy may experience difficulties with employment due to factors directly or indirectly associated with their epilepsy, MacIntyre's study supports the fact that people with epilepsy can be very successfully employed in various occupations. Gloag 2 found that the work capacity of those who have epilepsy is good but that employers use unnecessarily restrictive and insensitive approaches. Although it is common amongst employers to express concern about the hazards posed by some jobs (such as working at heights, with machinery, etc.) for employees with epilepsy, several studies show that the accident rates are no higher for them than the workforce in general 6, 7.
Hopkins 4 who reviewed a number of studies on employment found that between 25% and 75% of those in the labour market experienced employment problems. It seemed however that each author used their own distinction and sometimes idiosyncratic definitions of employment problems. Hopkins found however that all studies referred to disclosure as one of the main difficulties. Many, although encouraged to disclose their epilepsy to their employers, opted for concealment for fear of encountering stigmatization and/or fear of meeting with 'legitimate' discrimination. Many attempted, even after disclosure, to 'cover', e.g. avoiding time off work, etc.
Hopkins 4 maintained that felt stigma (i.e. the fear of stigmatization) causes more anxiety and disquiet in the employment arena than either enacted stigma (i.e. actual stigmatization) or 'legitimate' discrimination. Perceived stigma can lead to career inhibitions in its own right.
A survey amongst just over 1700 people with epilepsy carried out by the British Epilepsy Association s in 1992 found that unemployment rate amongst this sample was 12% compared to the national average of 9% at the time. A large number of the respondents (46.5%) had experienced a total period of unemployment in excess of 10 years. Twenty percent were unhappy or very unhappy with their employer's treatment but it was found that the majority were happy with their colleagues' attitudes. The survey also found that 26% felt their chances of promotion had been affected often or very often and 6% had been dismissed due to their epilepsy. Only 10% stated they had never been asked medical questions when applying for a job. A large number (57.5%) were unhappy or very unhappy with the career service they had received. The findings of the survey included the expression of a need to educate employers further on epilepsy and to improve careers services.
So what are the employers' views? There are very few studies specifically evaluating the factors behind the employers' role in the employment difficulties of people with epilepsy. Hick 9 carried out a 10-yearly, anonymous study in America from 1956 to 1986. Employers' attitudes to epilepsy were assessed and indicated a M. Cooper change over these thirty years. In 1986, for the first time, all respondents claimed that they had jobs which could be filled by workers with epilepsy. Although the respondents in the 1986 survey appeared to consider the type(s) and frequency of seizures, safety concerns were the major reason for rejection. The value of this study could be considered debatable, the number of respondents had decreased with each study and the results only confirm a rather vague trend towards a very slow increase in the general public's awareness of epilepsy.
A much more detailed and revealing study was carried out by John 1° in 1988. A sample of employers in Southampton, UK were interviewed using the subterfuge of exploring the problems of employing people with disabilities. The true reason for the survey was to evaluate employers' attitudes to employing people with epilepsy compared to other disabilities. The results showed that there were fewer jobs available for people with epilepsy than for people with any other disability. Although this is a very interesting finding it could be argued that the method used in order to obtain this information was preventing further initiatives and communication between people with epilepsy and employers.
The most recent survey on employers' attitudes to epilepsy was carried out by the British Epilepsy Association in 199211 . This quantitative survey of 200 large, national organizations found that employers in general had a good understanding of epilepsy and were only hesitant to employ people with epilepsy in potentially hazardous jobs. The jobs listed by the employers as hazardous were all within what could be reasonably accepted as unsuitable for people experiencing 'active' epilepsy (seizures not completely controlled by antiepileptic medication). The survey was not anonymous and the results are therefore likely to conceal any negative attitudes to people with epilepsy. The survey did however indicate a high level of understanding of epilepsy. One of the conclusions that could be drawn was that although the understanding of epilepsy may be good at national level this information is not communicated to or applied at local level. The two employment surveys carried out by the British Epilepsy Association s, 11 form the basis for this study. It cannot be denied that people with epilepsy experience greater difficulties in the employment field than people in general. Although there are various causes of this it appears that employers' attitudes to the condition has a major influence on the chances of an individual with epilepsy finding work. This study will therefore seek further information by carrying out a qualitative study in the form of personal interviews with employers.
STATEMENT OF AIMS
The purpose of this study is to try to ascertain the underlying causes of the employment difficulties experienced by people with epilepsy. It was felt that although the opinions and experiences of people with epilepsy had been evaluated in a number of studies, few attempts had been made to assess the employers' standpoint. It is hoped that the outcome of the study may ultimately contribute positively towards the employment opportunities for people with epilepsy: firstly by communicating the findings to people with epilepsy, employers and any professionals involved in the work of epilepsy; secondly by voluntary organizations for people with epilepsy such as the British Epilepsy Association using the findings in any future campaigns on behalf of people with the condition.
The study involves only a small number of employers and, as such, may only provide limited information. It also needs to be borne in mind that due to the sensitivity of the subject it is unavoidable for any such study to become objective. The time limit of the interviews, personal attitudes of interviewees and their roles within the organization are also factors causing limitations on the study.
DESCRIPTION OF PROCEDURE
In order to investigate employers' attitudes to employing people with epilepsy in greater detail it was decided to carry out interviews with a selected number of employers. Five large organizations were selected. These were different types of industries but all provided a range of services involving anything from desk work to manual work. It was decided to approach large employers who could be expected to already have an equal opportunity policy. Although this fact could potentially affect the results of the study to a certain degree it was considered vital to gain the cooperation of the employers in order to be granted interviews. As one of the aims of the 195 study was to attempt to improve the relationship between employers and people with epilepsy it was important not to make the employers feel threatened in any way. If they felt relatively relaxed during the interviews there was also an increased chance of obtaining more detailed and useful information. Interviews were requested and appointments made.
The size of the sample was limited to five, taking the restrictions of time into consideration but also attempting to obtain a large enough sample to provide a variable result. The staff to be interviewed were all involved in welfare/recruitment and were in total responsible for a workforce of around 45 000. Each interview was limited to 45 minutes as it was considered long enough to obtain information without taking up too much of the employers' time. This again was to maximize the chances of co-operation from the employer. Because of the relatively sensitive topics that would be discussed during the interviews it was decided that tape recordings should not be made and detailed notes would therefore have to be taken. This may result in certain pieces of information being lost but it was extremely important that the employers felt able to speak and expressed their points of view without fear of repercussions. Consequently it was also decided, due to comments made whilst arranging interviews, that although the organizations involved would be listed as participants of the study no interviewee or company would be identified as expressing a particular opinion. This was partly to 'protect' the individual participating in the interview but again also to gain the co-operation of the employers. The interviews were focused around three points for discussion which were provided before the interview in order for the employer to know what to expect. The topics, although identifying employment problems for people with epilepsy, were kept rather neutral to avoid putting the employer 'on the spot'. It was hoped that the points for discussion would help to reveal more specific problems and opinions of the employers.
It would have been interesting to interview some of the staff with epilepsy at the companies involved in this study to compare their experiences with the attitudes of their employers. It was however decided not to do this for two reasons. Firstly the employers may not have been willing to participate in the study if they felt that their opinions and company policies may be contradicted by their employees. Secondly it was important not to expose employees with epilepsy as they, and other staff who had not disclosed their epilepsy, may have felt threatened by this.
STATEMENT OF RESULTS
Three of the five companies interviewed had experience of employing staff with uncontrolled epilepsy and had attempted to accommodate them as far as practicably possible. One of these employers had however finally decided to medically retire the employee with epilepsy as they had received complaints from colleagues. The remaining two companies had made arrangements such as change of duties, etc. in order to be able to keep the employees on. In fact one employer, with the assistance of very supportive colleagues, had managed to retain someone whose epilepsy suddenly became completely uncontrolled and had more than one seizure a day for a number of months. None of the employers interviewed was aware of how common epilepsy is nor the size of the employment difficulties for people with the condition. Several of the employers suggested that employers in general probably have little understanding of epilepsy. It seemed however that, on principle, the employers did not see epilepsy as a big issue and the fact that an employee had the condition would not stop the company from employing them or considering dismissal.
One employer suggested that perhaps the advantage with epilepsy over many other disabilities is that it is a hidden condition which only needs to be disclosed in certain circumstances. All five of the employers stressed the fact that they have no means of ensuring they offer equal opportunities to people with epilepsy. They can only monitor racial and sexual discrimination and try to ensure they fulfil their Disability Quota of 3% Registered Disabled staff. None of the five employers however filled the 3% quota because they had Total workforce 43450 either been granted an exemption or they simply did not have enough Registered Disabled applicants for vacancies. Furthermore when staff are receiving training on equal opportunities this tends only to cover issues such as race, gender and the quota scheme and does not include medical conditions.
None of the five employers interviewed asked questions about epilepsy on their job application forms. However, once an applicant is considered for a position they are asked to fill in a health declaration form. If, for example, they disclose epilepsy all comp/anies interviewed would refer the applicant to their company doctor or Occupational Health Service. All employers interviewed felt that their company doctor would be able to make a fair assessment as t.o whether someone with epilepsy would be able to carry out the duties in question and take potential hazards into consideration. One of the company's doctors had, on one occasion, contacted the British Epilepsy Association for advice regarding an employee.
All five employers realized that the personal view on epilepsy by the line managers carrying out the interviews had great influence on the chances of people with epilepsy getting a job. Some tried to balance this by always ensuring that there were two members of staff interviewing--one line manager and one personnel officer. Awareness training for staff interviewing ranged from compulsory training to not having such a policy at all. One employer felt that awareness training would have little benefit anyway as attitudes, for example to epilepsy, depended on personal experience. It was clear however that there is pressure on line managers from those at senior level to meet targets and that there is a risk that they would choose the easier option of taking on people described as 100% 'fit or able'. One employer also suggested that at the time of recruitment, due to the demand of getting someone to fill a post as quickly as possible, there is great pressure on line managers. Again this may mean that someone whose medical condition needs to be given specific consideration may not get a chance. Another employer described this type of selection as 'human nature'.
On the topic of rejection it was suggested that some employers, when specifying the reason why an applicant had been turned down for a job may, in their ignorance 'blame' the epilepsy rather than trying to clarify and describe a more vague reason. One company suggested that employers in general may believe that people with epilepsy need more time off work than average although no one made any reference to difficulties with insurance and/or pension as a reason for rejection. Another employer felt that in small or medium companies epilepsy could have a greater impact and that these companies would therefore be less likely to take on people with epilepsy than large organizations. He also suggested that small and medium companies would be more concerned whether staff with epilepsy may have more sick-leave and be 'potentially hazardous'. The same employer went on to suggest that many small/medium companies do not have equal opportunity policies and are unlikely to have a designated personnel sector dealing with such issues. Small and medium companies usually do not have their own company doctor and would have to pay for such from 'outside'. This may make them more reluctant to take on people with medical conditions such as epilepsy.
It was also clear during these interviews that the recession has resulted in everincreasing competition for jobs where people with epilepsy may stand even less of a chance of finding employment than previously. Some employers send letters of rejection automatically without looking at the details of the application forms. People with epilepsy may therefore believe they are being rejected on the grounds of their condition, when in fact all applicants are being turned down.
When discussing disclosure two of the employers mentioned that when it came to light that employees had not disclosed epilepsy they were more upset with these members of staff for witholding information than the fact that they had epilepsy. They felt that trust had been broken. However, only one employer would consider dismissal whilst the others would make further investigations through their company doctor and consider each case individuall~ There was a general understanding amongst the five employers that there is a stigma attached to epilepsy and that this caused a dilemma at the application]interview stage. One employer understood that although it is important for people with epilepsy as a group to increase awareness it may be difficult for the individual to do this. The employers interviewed could not suggest any action they, as employers, could take in order to make people with epilepsy feel able to disclose their condition without fear of rejection. One employer made the point that they could hardly advertise the fact that they 'welcome applicants with epilepsy' as this would be singling out a particular group and may also be considered positive discrimination.
Another subject discussed in the interviews was how there could be an improvement in the relationship between employers and people with epilepsy. Two of the employers interviewed suggested that studies could be undertaken to find out if there are particular industries more likely to reject people with epilepsy. These industries could consequently be 'targeted'. Another of the interviewees mentioned the power of marketing and how some disabilities now have a more positive image due to successful marketing. One of the employers made it very clear that people who are factual about their epilepsy and can show evidence of how they have coped with their condition would impress the interviewer. The company is looking for candidates who can show some form of life achievement and coming to terms with a chronic illness could be one way of showing this.
More general outcomes of the interviews were that one company requested training on epilepsy for personnel staff by the British Epilepsy Association. Another employer volunteered to provide training on interview techniques for groups of people with epilepsy (although this could only be within certain local areas) and also suggested getting a group of employees with epilepsy from his company together for discussion on future development in epilepsy and employment.
ANALYSIS AND DISCUSSION
Many studies indicate that people with epilepsy experience greater difficulties in the employment field than people in general. Difficulties are experienced in all aspects of employment such as careers guidance but mainly in job applications, interviews, pro-motion and dismissal. One of the few studies on employers' attitudes to employing people with epilepsy, carried out by the British Epilepsy Association in 199211 , found however that the practices of the companies involved could not be faulted. This in-depth study amongst employers endeavours to find out the true views and practices of employers and attempts to get closer to the causes of employment difficulties for people with epilepsy.
Although the study has not brought to light any major causes and solutions of the employment problems it has certainly clarified some issues. It is clear for example that employers are not aware of the extent of the employment problem for people with epilepsy. This is likely to be partly due to ignorance about the condition. It would seem however that to the employers, epilepsy is only one of many medical conditions and disabilities they have to take into consideration when recruiting and employing staff and it certainly is not a main priority. Equal opportunities is a costly business and most employers are likely to concentrate on main issues such as race and sex discrimination and the Registered Disabled Quota Scheme. These three issues are enforced by legislations and are also relatively simple to monitor. As epilepsy is not generally considered a disability, unless the seizures are not controlled, employers have no means to monitor recruitment and have to rely on line managers and personnel officers to act fairly. In spite of the fact that the five companies interviewed are all large concerns only one actively carries out awareness training. The findings of the study have made it clear that even if people with epilepsy are experiencing employment difficulties it is not possible to rely on an employer's 'goodwill' or general awareness campaigns to change this situation. It would appear that only by providing people with epilepsy with legal support similar to the legislations for race and sex discrimination can their employment situation improve. A Civil Rights (Disabled Persons) Bill, including protection against discrimination in the employment field was passed through the House of Lords in 1992. However, the Bill was blocked in the Commons in December 1992, but after a further attempt passed its second reading and moved in to committee stage in March 1994. This Bill was welcomed by people with epilepsy as it would potentially improve equal opportunity in the employment field. Sadly the Bill may never reach the stage of a third reading. It M. Cooper is unlikely however that disability organizations having got this far will allow this matter to rest.
It became clear at a very early stage of the interviews that the three main topics chosen for discussion: disclosure, unemployment figures and improved relationship between employers and people with epilepsy were far too broad and vague. This resulted in each interview becoming quite different depending on who was being interviewed; their personal experiences of epilepsy; their feelings about being interviewed and the policies of the company involved. Consequently the findings were rather diverse and it was not possible to present these in 'table form' thus making interpretation more difficult. On the plus side, the variety of the contents of the interviews meant that although only five interviews were carried out a wide range of issues was brought to light.
The five companies involved in this study were large national organizations. Any future studies involving smaller companies may show different results. They may not have the same resources, for example own company doctor, specialized personnel such as Equal Opportunities Advisor and training facilities.
CONCLUSIONS
It is clear from the interviews conducted with these five employers that they are not aware of how common a condition epilepsy is. This is probably due to general ignorance about epilepsy but the fact that epilepsy is a 'hidden' condition may also play a part. The employers interviewed claimed that to them epilepsy is not a big issue and that is is not a bar to employment.
Even if senior management wish to encourage the employment of people with epilepsy they are unable to monitor progress. This is because epilepsy may not be regarded as a disability by all people with the condition, and few are Registered Disabled.
Line managers have a strong influence in recruitment and work practices and senior management have to rely on them acting fairly. The line managers are however under pressure by senior management to meet targets and may be tempted to employ staff where no extra considerations need to be given to medical problems. They may believe that employing people who are '100% fit' will save time and money. Due to the above findings it appears that the only manner in which people with epilepsy can disclose their condition in the safe knowledge that they will not be unfairly treated is by legislation. However, although attempts have been made to introduce civil rights legislations in the UK, similar to that in the USA, the prospect of this becoming reality seems a long way off.
